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Operator:  Hello, and welcome to the National Bone Marrow Transplant LINK Conference Call. 

I will now turn the call over to Jennifer Gillette. Please go ahead.  

Jennifer Gillette:  Thank you, Dustin, and thank you, everyone, for being here with us today. Yes, my 
name is Jennifer Gillette, and I am the Staff Social Worker at the National Bone 

Marrow Transplant LINK. I'd like to welcome you to our call today and our program 

will focus on Coping with Isolation and the Unknown Post Bone Marrow/Stem Cell 

Transplant.  

Special thanks to our generous sponsors, the Leukemia & Lymphoma Society, Incyte, 

and Johnson & Johnson. We also thank our esteemed LINK partners.  

Just so everyone knows, today's program we will be having Dawn Speckhart, she is a 

Ph.D. Clinical Health Psychologist with the Cellular Therapy and Leukemia Program 

for Northside Hospital Cancer Institute. And then, we will have a long-term survivor, 
Kathleen Stewart, she will be sharing her perspective as a survivor. And then we'll 

open the floor for questions.  

Just a brief introduction before we start today though, for those who may not be 

familiar with the LINK, our mission is dedicated to helping individuals and their 

families from diagnosis through survivorship. We provide resources, support, and 
education. Some of the resources we provide to help families navigate their transplant 

journey are the Lunch & Learn programs like we are having today. We have a variety 

of health professionals that speak on disease-specific topics, treatment-specific topics, 
caregiving, and survivorship. All of our previous Lunch & Learn’s are on our website, 

recorded and you can go search those out @nbmtlink.org. We also have 16 seasons of 

Marrow Masters podcasts. There's over 35,000 downloads and again on all types of 

topics, including chronic graft-versus-host disease. Those are on our web page as well 

as they can be downloaded anywhere you do your podcast.  

 



																																																																

	 	

streamlinedcommunications.com - 2 - 

 

We do annual webinars. We have our Coffee Klatch program. Our peer support 

program where you can talk to other people that have gone through a journey similar 

to yours that are doing well. And we have our celebrate second birthdays program, our 
Survivors Thrive Book Club, as well as we have a healing arts program. We have art 

workshops, craft workshops, writing workshops, and all types of things to support you. 

We also have a content-packed Facebook page with daily inspiration and relevant tips 
for survivors, and we have a variety of books written by professionals across the 

country, and we can also assist with resources. So, if you need any support, please feel 

free to reach out. 

Before we begin today's program. I'd like to review just a couple of housekeeping 

items. First, please be mindful and being concise with questions so that we can get to 
as many as possible. If you have more than one question, we ask that you get back in 

line for each question, just so that others have an opportunity as well.  

We also want you to know that anything provided in this program today is not meant 

to be medical advice. It is something you can take back to your individual provider and 
have a conversation about. As well as we will also try to get to everyone's questions 

today. But unfortunately, due to the high number of people on these calls. We aren't 

always able to answer all.  

But anyway, now on to the educational part of our program. Dr. Speckhart is the 

Clinical Health Psychologist for the Blood and Marrow Transplant, Leukemia and 
Immunotherapy Program at Northside Hospital. She received her Ph.D. from Indiana 

University. She completed her residency at the University of Miami Medical Center. 

She has been in the clinical position at Northside Hospital for over 20 years, working 
with cancer patients for over 25 years. As a full-time, dedicated health psychologist 

she provides individual, family, and group psychological assessment and support 

throughout treatment. Thank you so much for being here, Dr. Speckhart.  

Dawn Speckhart:  Thank you. So yeah, let's get to it and let's talk about post-transplant isolation, 

including the timeline for clinic visits and complications that survivors can expect. This 
is a difficult time in the life of a post-transplant patient, and coping skills and strategies 

to manage the frustration, experience, and waiting to get back to real life can be very 

useful.  

Bone marrow/stem cell transplant patients deal with an intense recovery process after 
the transplant date. The side effects, complications, frequent clinic visits, and isolation 

make it a difficult process to get through emotionally. Autologous patients are seen 

daily from the start of their high-dose chemotherapy, then the day of transplant and for 

at least 21 days after the transplant. At our center, patients are then seen every other 
day for another two weeks or so before they're discharged back to their referring 

oncologists. During the first two weeks after an autologous transplant, the majority of 

the patients will be hospitalized for anywhere between two and 10 days, with the fever, 

infections or just side effects from the chemo like a sore throat or nausea and vomiting.  
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Of course, if complications persist, patients can stay longer than the 35 to 50 days at 

our center before returning back to their referring oncologists. While at our center, 

patients need a caregiver with them 24 hours, seven days a week who can drive, and 
they are in isolation for a total of three months post the transplant date. Allogeneic 

transplant patients are seen daily from the start of their preparative chemotherapy or 

radiation treatment then the day of transplant and then for at least 28 days after the 
transplant. And then at our center, patients are seen every other day, then maybe three 

times a week or twice a week for at least the first three to four months. Between four 

and six months, we are hopeful that patients will return back to the referring oncologist 

for follow-up, but we tell patients here to plan on at least six months with our program. 

Many patients need to stay with us longer than six months.  

During the first two weeks after the allogeneic transplant, the majority of patients will 

be hospitalized for the same thing: fevers, infections are the side effects from 

chemotherapy like sore throat and nausea, and vomiting. But of course, complications 
like infections or graft-versus-host disease, which is when the donor cells attack the 

patient, can happen at any time after the transplant and needs to be dealt with. This 

leads to daily visits or hospitalizations during months two through six or even later as 

needed. If complications persist, patients can stay with us longer than six months 
before returning back to the referring oncologist. While at our center, allogenic patients 

need a caregiver with them 24 hours, seven days a week who can drive, and all of our 

allogenic patients are in isolation until they are off all of their immunosuppressant 
medication. This is often at least six months post-transplant, but for many, it can be 

closer to a year. So, while the main complications post-transplant infections or side 

effects from chemo and for allos, this also includes GvHD, part of that risk includes 
then isolating, given the high risk of infection. So, that's a big part of the process. Being 

an isolation to us means no indoor public places, so no restaurants, movie theaters, 

shopping malls, schools, churches, etc. Patients are confined to their home or local 

lodging, the clinic or the hospital when they are sick. Some patients even need to 
relocate closer to our transplant center and away from home and loved ones. They are 

dependent on the caregiver all of this time and these things increase frustration in our 

transplant patients.  

In general, research has spent a lot of time looking at the symptoms common to all 
cancer survivors, but this really includes a large percentage of survivors complaining 

about emotional distress. Now, what kind of emotional distress depends on the patient, 

but these things can include fatigue, general distress, depression, irritability, body 

image issues, sexual problems, or cognitive or memory loss. Isolation impacts 
emotional distress even more in most of these situations, and studies have shown that 

this emotional distress can impact our ability to recover. Therefore, we really want to 

increase coping and dealing with stress post-transplant that includes dealing with 

isolation.  
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We have found that patients who still do some daily tasks appear to cope better. Daily 

tests for families in general include things like getting everyone up dressed and at the 

door, getting meals ready for themselves or others, picking up medications, paying 
bills, providing support to one another, or general cleaning like laundry, doing the 

dishes. So again, how frustrating. It's important to remember that isolation is important 

to the post-transplant patient to minimize infection risk, so this naturally can end up 
limiting the daily task that patients can participate in. However, one good strategy that 

we have found to limit frustration and feeling isolated is figuring out which tasks the 

patient feels is important for them to stay involved in. And then, also figuring out based 

on their transplant guidelines, which tests are the patients permitted to stay involved in 
by figuring out what is safe and what is important to the patient, there might still be 

some tasks that the patient can continue to be a part of even during isolation. For 

example, if you're living at home with your children at bedtime routine or planning the 
camp schedule or talking to a teacher by the phone might be an important task for the 

patient wants to stay involved in. It might be that a patient prefers to give up those 

things, but enjoy folding laundry and knowing that things are put away in the correct 
places. Some patients want all extra tests removed from their schedule. It just depends 

on where the patient is emotionally and how they are doing physically. Patients don't 

want to overload themselves with tasks, but there's an importance to keeping some 

sense of normalcy and interaction with the family and feeling like you're contributing 
to the family in some way is an important strategy in helping to reduce isolation and 

frustration.  

It is clear that patients who stay engaged in the day-to-day activities are less frustrated. 

Granted, the day-to-day is happening in a tighter bubble, but still important. Having a 
sense of independence is really what's important. The patient can get dressed on their 

own, being capable of daily living skills, and even more, if they are physically able. I 

always say to caregivers that if the patient says they're thirsty, the caregiver should say, 

“great, while you're in there, get me a drink too.” So, we really want to keep patients 
as independent as possible and in addition to creating a list of tasks to stay involved 

with, making a schedule helps with the frustration of isolation. Most of us have a 

purpose or things to do each day, and then when we get sick or an intense treatment 
like a transplant, our schedule stops. So, creating a new schedule helps with feeling 

isolated. These schedules can include exercise. On days off, even if it's walking for 

five minutes at 10 am and five minutes at 6 pm. It's important to just see it as a schedule, 
not a suggestion, but more of a job or a purpose. You can make a schedule by figuring 

out what time you come home or when you have days off from clinic. You don't want 

to just sit around with nothing to do, just waiting for the isolation deadline to finally 

arrive and you can reenter the public. You want to think about what activities you can 

do from now and pull the isolation period ends.  

One other example is Friday lunches, so you can't really go out to lunch, but maybe 

you can have your best friend over who's well, or you can make a special lunch with 

your caregiver, or you can be on Zoom. You can make a call every Thursday night. 
You can spend Saturday with your kids as long as they're healthy or do bedtime routine 

every Tuesday. Isolation lasts months, not weeks so the creativity of the schedules can 

be most useful.  
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For patients struggling, it's easy to isolate. Patients feel tired, sad, or that they can't get 

together with others due to fear of infections. But if we remember correctly, we can be 

with one or two people as long as they are well, and this can happen sitting outside 
your home, on a porch or inside your house. Given that FaceTime with those who are 

not your immediate caregiver is rare, it is extremely important that patients continue to 

answer their phone and remain in contact with other people when they're feeling well. 
Again, as a schedule, making it time to talk. Schedule it in, schedule calls once a week 

with your children or your parents, or your best friend, somebody who you would have 

talked to once a week make sure you're still talking to them. In addition to schedules 

and trying to keep some connections with others, there are other techniques that help 

with feeling isolated.  

Relaxation techniques are very useful in dealing with agitation/irritability. There are 

progressive relaxation techniques that are well known to help with agitation and 

frustration. There are online and there are resource line that will help you teach these 
techniques to decrease anxiety, your frustration where you can actually practice with 

an online guide. The same is with meditation techniques or visualization. These are 

other good examples of something you can add to your schedule, just like it's a job to 

learn coping techniques with proven ways of managing your stress. So again, like I say 

schedule phone call, schedule meditation for one hour a week.  

Expressive art therapy, these are sessions that happen at centers like we have the 

Cancer Support Community here in Atlanta. And there may be ways of allowing 

patients to participate virtually as long as your caregiver goes out and gets whatever 
materials you need. But these techniques can be found online and self-taught or you 

can participate via Zoom.  

Part of why scheduling is so helpful is that we find that patients are often feeling a lack 

of purpose. They were working or had a day-to-day task that made them feel useful 

and with a purpose. Once getting sick, patients stated that they often feel like it doesn't 
matter they sleep all day or get up because there's nothing for them to do. So, this is 

why we talk a lot about patients having a distraction or a purpose or a job, even if it's 

not paid. So, it's important to come up with a purpose each day. Again, this is how the 
schedule that a patient creates becomes so important. This could be 10 minutes of 

working on a puzzle, like a physical puzzle you would put on a dining room table. It 

could be walking or planning a trip once isolation's over or making a scrapbook for 
your grandchild, something that's built into the day that you are treating as a job and 

must get done. So, while no one is actually holding you accountable for walking five 

minutes at 6 pm, you are. You are treating that walk like a job and not going out sick 

unless absolutely necessary. Of course, the kinds of tasks or jobs, as I call them, that 
you put on within the first 30 days post-transplant might just be showing up to the 

clinic eating and taking your pills. But as the weeks tick by and you are still in isolation, 

these more creative jobs for patients become more important. In addition, eating right 
is always an important strategy. When you have good nutritional intake, you feel like 

you get energy from food and that helps with your emotional state. So, planning out 

your dietary menu is also a healthy thing to put on your list of things to do.  
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Exercise seems to be always one of my examples for a task I know I've said it several 

times already, but it's a great example to add to your schedule and this is because 

exercise is nature's way of combating anxiety and depression, and it also makes you 
hungry. So, building this into a day, if you have nothing else on the schedule is great. 

Again, it's not important how long you walk, how fast you walk, or how far you walk, 

but just by adding it you will be improving your health and with time feeling stronger 
physically and emotionally. It's so important to stop unhealthy habits like sleeping all 

day, staying in dark rooms, and refusing to talk to others. While it is difficult when one 

feels unwell, these behaviors do not help with recovery, and as time passes, the longer 

the patient removes themselves from interacting with others, the harder recovering 

from a transplant and isolation becomes.  

If you find yourself feeling anxious, irritable, or sad, seek counseling or support 

groups. However, I would also say even if you think you're doing well and just tired of 

being in isolation, you likely have many weeks or months of isolation left to go. So, 

seeking counseling or support groups will still be very helpful.  

So, let me talk about support groups briefly. Immediately following a transplant, no 

one has time nor the energy to sit in the support group, even if it's virtual. A patient 

have told me that for years. However, when you find yourself feeling well, discharge 

back to your own oncologist or just waiting for the isolation period to lift, this is a good 
time to seek out support groups. These are the people who really do understand what 

it's like to be a cancer survivor and to be a transplant survivor. There are specific 

transplant groups online that deal with all kinds of post-transplant issues, including 
isolation, graft-versus-host disease, caregiver needs, etc. The nbmtLINK has a resource 

guide on their website, but they're also other organizations that can help locate support 

groups that you might need. And of course, you can ask your team at your own 
transplant center what resources they have locally in your area, whether they be virtual 

or in person, once you can attend.  

Another great strategy is cognitive behavioral therapy, or cognitive behavioral 

counseling. It is a well-studied intervention that we know helps with coping anxiety, 

depression, and stress. It teaches skills to help manage fears and improve coping 
strategies for all situations. This can be used with or without adding an antidepressant 

or anti-anxiety medication. The ideas that we often have thoughts that are sometimes 

negative or counterproductive to what we need. With cognitive behavioral therapy, 
psychologists or therapists uses cognitive restructuring. It is a process done 

systematically and deliberately. It refrains your thoughts from negative to more 

productive. Sometimes we can do this on our own, but sometimes we need help. So, 

when a psychologist guides you through the process is called cognitive restructuring. 
One example that I always do with caregivers is when they say, “If I call the doctor 

again, they're sure to think I am a nuisance and then my loved one won't get good care.” 

That with some restructuring and practice, the caregiver begins to think if I call and get 
an answer, then maybe I can get some rest. That helps with anxiety for both the 

caregiver and the patient.  
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For patients, one example is when I suggest starting to open up that bubble with one 

close friend that they usually talk to daily prior to getting sick, the patient thoughts are 

typically if I have one friend over for dinner, I am sure to feel annoyed because they 
don't understand what I'm going through. But with cognitive behavioral therapy, the 

thoughts are more productive, and the patient begins to think “If I have a friend over 

for dinner, it will distract me from my worries or let me talk about my own concerns, 
even if they don't completely understand.” It's all about how you think about things. If 

I could just say don't worry to all of our patients, that would be easier. However, I'm 

aware that it's not possible for people to just stop worrying. Therefore, it is more helpful 

to say, “Okay, we're going to worry about things, but maybe we can focus on what to 
worry about in a more productive way.” For example, I would say you can worry about 

making it to your appointment, but now how often you have appointments. You can 

worry about taking your medications correctly, but not how many medications you 
have to take. You can worry about following the transplant guidelines not if the 

guidelines make sense to you. You can worry about everyone being safe, not who is 

keeping them safe. You know, often we have a grandparent or someone driving a kid 
to school. They're safe. They're okay. We can worry about having a caregiver and safe 

transportation not that we're tired of relying on other people. And we can worry about 

being well for many years and decades not that we're going to miss this year's 

Thanksgiving. It is important to be realistic about what you can do and what you can't 
do. Isolation is important and necessary, and there's no way to speed up time. It's a 

horrible cliche, but you have to stay safe and consider the short-term sacrifice for a 

long-term gain.  

Again, it's important to remember that just because something is different doesn't mean 
it's worse, or to call it off. For example, being on Zoom for a birthday, or having a 

smaller Thanksgiving club for your meal, isn't maybe what you want, but you're still a 

part of the occasion. It's important to remember that this is what you chose and remind 

yourself of the reason that things are different. It isn't because you're being punished 
or your transplanted team doesn't care, it's because you chose this intense treatment 

that requires isolation for a period in order to get you through it safely. So, while it's 

difficult, it is important to try to enjoy what you can during this time of isolation.  

Also, new traditions are okay. I had a patient who used to cook a big Christmas Eve 
meal every year, then post-transplant, she couldn't do it. She didn't feel well. She 

couldn't have 20 people over. So, it became a dinner of just her, her spouse, and her 

two kids. And they ordered pizza because she was usually the one that cooked, and she 

didn't feel like cooking. That was 10 years ago, and while now they're back up to 20 
people, they still have peace on Christmas Eve to remind them of all that they can 

overcome with good coping faith and that internal strength that lives inside all of us.  

So as the patient, remember what is important. Remember what we have control over. 

Survivorship isn't easy, it will be hard to explain that to others who have not gone 

through transplant. And remember it's a process.  
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There are various stages of survivorship when patients are just post-transplant, they 

feel awful and they're coming daily to clinic, they say to me, “You know what, I'll be 

trying isolated as long as I feel better and I don't have to come to clinic every day, I'll 
be fine”. But then, when they are just isolated at home and they feel better and they 

start to become bored or impatient, they want more. This is human nature, to want 

more, to need more, and to be impatient. It's totally natural, but important to remember 
where you have been and if you are bored and ready for life to move on, thank 

goodness, right? Since this beats dealing with prolonged complications, better to be 

bored. So, it's good to focus on your new normal and remember that this is temporary, 

but it is the current normal, I call it coping and you might call it adjusting, others call 
it acceptance. This time will pass as the side effects from chemo passed and the fatigue 

from daily visits passed. It might also be help to think of things in terms of grief and 

loss.  

Grief and loss doesn't also always have to mean death and dying. It means that you are 
grieving the life you had prior to cancer and the loss of the time you had to use to get 

well. It doesn't mean your life can still be complete, and you can still accomplish all of 

the goals you had in mind for yourself, but still there is a grief component to cancer 

and survivorship. So, give yourself time to go through the stages of anger or sadness 
and acceptance. Counseling and support groups can also help guide you through these 

or any emotions you are having as you deal with isolation and post-transplant issues.  

So again, with cognitive behavioral therapy, instead of thinking this is forever and life 

will never be like it was, say this is temporary, I can still set my goals for the future 
and just need to get through this isolation period so that I can safely live my life. You 

can acknowledge the difficulty with the situation and that these are real feelings. But 

how you reframe your thoughts will help you deal with the isolation. Once we realize 
that emotional health goes along with physical health, we can deal with almost any 

post-transplant issue more effectively. So, speak to your treatment team for referrals 

or contact any of the transplant organizations that are online or that are on the resource 

page attached to the web organization for nbmtLINK that you can see today. Thank 

you.  

Jennifer Gillette:  Thank you so much, Dawn. A wonderful presentation. I would like to introduce 

Kathleen Stewart now. Kathleen is a long-term survivor of AML and joins us from 

Portland, Oregon. Thanks for being here, Kathleen.  

Kathleen Stewart:  Thanks, Jennifer. It is wonderful to be here. Good morning, everybody. I'll give you a 
little background. It was about 16 years ago that I was hospitalized for two months 

with an infection, a serious infection, and during that time, they discovered that I had 

AML (Acute Myeloid Leukemia). And after the rounds of chemo, six months later, 

they found a donor, and I received an allogeneic stem cell transplant in 2010 in 
Portland, Oregon. And within a few years, I developed GvHD in 10 areas of my body. 

And some of them were serious some of them not too serious. But the one that caused 

me to isolate the most and I still do a lot of it today is I developed GvHD in my lungs, 

which means I don't have very much lung capacity.  
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I have to be careful being around…getting any sort of respiratory illness because I'm 

getting a lot of trouble with breathing. It limits my activities. So, while I think almost 

all of you or most of you will not have to isolate forever, I think to kind of isolate for 

the last 15 years.  

I learned a lot of things even through COVID, because we've learned a lot about 

isolation during that period. But I made a list of some of the things that have helped 

me throughout the years. Some of them will sit for you. Some of them won't. Some of 
them I tried for a little bit and then I give them up. Some of them I'm still doing. I'm 

still learning. Trying to find new ways to deal with this. But I will start at the beginning. 

And that was at first when I was so had so much anxiety and so depressed and scared, 

I talked to my doctor about medication and I did get some anxiety/depression 
medication and at the time that was the best thing I ever did, because then I could sleep. 

And it was a mild one and I didn't stay on it forever or even very long, but it really 

helped me. A lot of things I'm going to mention were exactly what Dawn said and 
thank you so much for prepping that for me, because it helped me, these things helped 

me so much.  

Another thing I found out, as Dawn mentioned, was an online chat group. And I found 

people that were going through exactly what I was. Of course, no one in my immediate 

circle of friends had done that. And so, it was so helpful to me to hear that. During my 
chat group, I learned a word that has helped me throughout my entire process here, and 

that was the word “determination”. I just could not stay positive all the time, or even 

part of the time. But I learned that I could be determined even when I was sad, 
depressed, and down point. I could be determined to do the best of all the things I could 

to help myself stay well, have the best life I could. And that's I struggle with that still 

sometimes. But determination is a word I can hang on to my anchor word. Maybe that 

can help you.  

Right at the beginning, I learned that hobbies, creative projects, and the arts really 
helped me. It took my mind off my illness, when I was in the hospital for my transplant, 

they had some art students or art teachers come through the hospital and visit the cancer 

patients and they taught them some crafts, and they brought beads in all these different 
colored beads, and I sat there and made little jewelry things. And during that month I 

was in the hospital for my transplant, I realized that those few hours that I was working 

on those bead crafts we're really, for me, the only wasting time that I was in the hospital 
that I didn't think about dying. And so, it's kind of funny now, but I it taught me, well 

I got to do something to keep my mind busy. And it spurred me to look for other 

hobbies, things to do, to keep my mind off of myself. I took the nbmtLINK, sponsored 

the painting and craft workshops and classes. Those were wonderful. I loved them. 
They were online, and I went on Zoom, and I went on to take more classes through the 

greenbushmedia.com. It was wonderful. I took part in, I guess I listened to music 

concerts that were online. Especially on the holiday time, there are different groups or 
music that you like, they'll put on a concert and they'll also offer it online. So, I would 

do that.  



																																																																

	 	

streamlinedcommunications.com - 10 - 

 

The other thing I did to just kind of get out is I would go to…lots of times in the middle 

of week, you can go to art museums or any other kind of museum and they're empty. 

And so, there was no one around. I would wear a mask and I could get in and out and 
they kind of got my mind looking at something beautiful. Excuse me. Dawn mentioned 

mindfulness in the form of meditation helped me a lot. I just learned how to do it online, 

and I practiced it and practiced it, and it helped. It helped me still to this day, dealing 
with the fear that this might come back, or I might get into cancer or something. I just 

kind of slip into a little bit of mindfulness, even just 30 seconds of it helps. And that 

helped me at one time when I was in the hospital, my blood pressure was really high. 

They said we'll come back in half an hour. Like try to do mindfulness meditation and 
my blood pressure went down 40 points in just that little time period. So, that taught 

me that this stuff works. And you all know this. One of the things that helped me almost 

more than anything is exercise. Because I have lung GvHD, I don't have a lot of air to 
breathe but I have to… I can't do real vigorous exercise, but I can walk, and I would 

walk in our neighborhood, I'd get bored with that. I'd drive to different communities, 

different cities near us, walk around the downtown area. When it's wintertime, I would 
walk in the malls. I still do that to this day, I get bored with that. Then, I use an indoor 

bike I bought it used on Craigslist, and I'll watch TV or some movie or something. 

Other things I would do when I was walking is I would listen to audiobooks and I 

learned to borrow them from the library, our local library, so I didn't have to buy them, 
and I could listen to them on my phone. And then another thing we still do is…well, 

we go to the pharmacy a lot, I would park a certain distance away from the pharmacy, 

depending on how well I was breathing that day. And I walked to the pharmacy, get 
my medicine, maybe I just paused a little bit to breathe, then I walked back to the 

pharmacy. It got me a little bit of exercise. I learned yoga. Now I took some online 

classes, but there's free YouTube classes on yoga that you can take to, and this helped 

me with my muscle and joint GvHD. I could stretch more. I could stand upright, and I 
just felt stronger. And men and women do yoga all the time, and they were in all my 

classes, so it was a pretty safe, safe place.  

One other thing that helped me is that I allowed myself to be sad and grieve at 

moments. Do not talk myself out of it. As you all know, this is tough stuff, and I think 
it's natural to be sad. But once I allowed myself to do it, maybe it was just for a few 

moments. Maybe it was 15 minutes. Maybe it was an hour. Whatever, feel it. Then I 

would just kind of, and I would literally sound kind of silly, I would literally either turn 
my head or look up, I say ookay, let's go do something else”, and then I would get busy 

doing something else. And as the years went by, those times are still there. But they 

were less and less often.  

I would also try to reach out to people, as Dawn mentioned, it got my mind off of 

myself off of my condition. I'm a little bit shy, so it was kind of a real stretch for me. I 
would call people or send notes. I could and still to this day, I meet people outside 

because I still have to do quite a bit of isolation. One of my friends, this was so cool, 

would meet me in a parking lot and we'd park our cars, going different directions next 
to each other. We'd unroll the window, and we could talk between the window, and 

they had that outside air there.  
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And another thing we did is my little granddaughter was, I think, 2 and 3 when I was 

really isolating. And she would go to the house, she'd sit in front of the window, open 

up the window, she'd have her coat on. We'd sit outside the window. She put her little 
toys on this windowsill, and she talked and played with her toys, and it was kind of a 

way to be outside and be isolated but still have that contact. And we got some heaters, 

outside heaters for our patio, so that we could meet people, and we still do that. We 
live in city Northwest where it gets kind of cold in the winter, raining it’s covered, and 

we could meet with people that way. 

I also try to stay busy by learning new things. Classes on YouTube. If I'm ever curious 

about something, I start looking it up. I would say find a book about it in the library or 

learn something on the Internet. A lot of museums have Zoom lectures, and there's 
museums for everything in this world, and I happen to like history. One of my favorites 

is the World War I Museum in Kansas City. I don't know if any of you're familiar with 

that, but they have great…about once a month, they'll take one of their Zoom. It's free. 
There's Zoom lectures on something and it's very interesting. I also would take 

different classes that are offered about leukemia and graft-versus-host disease. Now, I 

did not do to finish up. I did not do all of these things all the time or even do any of 

them very well. I just kind of muddled along and explored, tried what worked, 
continued with the things that helped, and I'm still trying to find new ways to cope 

because I still can't be around a lot of other people because of my lung GvHD.  

So, where I am now, 15 years later? If whenever it's possible, I try to do the things that 

make me happy, things that I enjoy, things that take my mind off myself. By the way, 
cleaning is not on the top of my list. I do clean. I'm not messy, but I don't focus on 

cleaning. Well, if I'm curious about something, as I mentioned, I'll just look it up things.  

I learned about phone apps. And they're free, and you may know these. I found the 

Merlin Bird ID by Cornell, and you can just turn on your phone, and it records the bird 

song, identifies what the birds are. Last week I was in a parking lot, and here they have 
trees in parking lots. And I heard this kind of neat bird sound and turned it on and so 

there was this bird right in the middle of the parking lot, and I was able to identify it. I 

also like to identify trees and plants and bushes, and I found the app seek Seek, S-E-E-
K by iNaturalist, and can use your camera on your phone to identify plants and trees. 

And I think if you have iPhones, I think your iPhone has that ability to do that if you 

take a photo or something. One time I was walking, and I was admiring a homeowner’s 
tree, he said he didn't know what it was, so I just pulled out my phone. We identified 

it by the bark, the pinecones, and the needles and got it what it was, figured out what 

it was.  

I try now to push myself, not unbearably hard, but just to push myself to do things that 

are hard. I think it just kind of stretches me. I try to carry heavy things because all this 
bone issues, muscle issues. I try to walk further than I thought I could. I try to speak 

up or ask your question, if I'm embarrassed to say something, and I try to do things I've 

never done before. So, four months to finish for my emotional journey. Oh boy, as you 

know, you've been through a lot, I've been through a lot.  
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Some of you have been through more than I have. I've gone from being afraid, going 

to all those steps as Dawn mentioned. Gone from being afraid of being depressed. I 

went through being sad, still at times to being mad. And I was at that spot, I was mad 

for a long time to gradually accepting.  

And so, I still have the same symptoms. They take a lot of time to treat and to manage 

every day. But I don't think that much about GvHD anymore. I just kind of like my 

new life and deal with it and enjoy what I can. So, maybe that's helped you with some 

of the specifics that have helped me.  

Jennifer Gillette:  Thank you so much, Kathleen. Wow! I heard some new ones too, and I've been doing 
this a long time. Thank you for sharing your tips, and I'm sure that helped a lot of 

people today. Dustin, could you please tell our callers how they can ask questions?  

Operator:  Understood. So, just a reminder, if you'd like to ask a question, please press star and 

the number one on your telephone keypad. Again, that is star and the number one on 
your telephone keypad. We'd also like to ask you to please kindly limit yourself to one 

question. Thank you. And we will begin the question and answer in a bit. And with our 

first…go ahead please. 

Jennifer Gillette:  Oh, no, go ahead. Bring our caller on.  

Operator:  Thank you. Our first question comes from the line of Agnes. Your line is open.  

Agnes:  Hi, how's everyone?  

Jennifer Gillette:  Hi, thanks for joining us.  

Dawn Speckhart:  Good. Thanks.  

Agnes:  Hi, thank you both for your presentations, and thank you for giving us your experience, 

Kathleen. I would like to just say I'm a two-year post-transplant patient, just recovering 
from Cutaneous T-cell lymphomas, and I am having difficulty with graft-versus-host 

disease. I don't know if anybody on the line has experienced with severe dry eyes. I 

have had quite a few treatments for cancer treatments. Of course, the regular eyedrops 

off the counter do not work. I have tried serum eyedrops and I've tried quite a few 
things, but I'm still struggling a lot. It affects the work that I've been trying to do. So, I 

would just like some advice on that if anybody has some experience with that, and 

what they have tried that seems to be helpful? Also, I wanted to ask something about 
the chat groups that you talked about, Kathleen, or support groups that you talked about 

Doctor. Anything that I can join and get some experience from other survivors on how 

I can navigate this process. Thank you so much.  
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Dawn Speckhart:  Only what I'm going to tell you about this book is about the dry eyes. I mean, honestly, 

your transplant physician would be where I would redirect you. However, there are 

transplant groups that specifically deal with graft-versus-host disease that I'm sure 
other people have different suggestions. But the nbmtLINK has a resource guide on 

theirs. And bmtinfonet.org also has a support group, I believe, for transplant patients 

dealing with graft-versus-host disease specifically, but also just transplant patients. So 
those are the two ones where resource pages that I would go to if I was just starting 

off.  

Kathleen Stewart:  And I can add a little bit. I have severe dry eyes too. My eyes make no tears, and I 

struggled with that for a long time. I almost had to quit work because of it. I did use 

the serum eyedrops, which was a life changer for me. I ended up taking, and I still to 
this day, put eyedrops in my eyes 10 to 15 times a day, variety of different eyedrops. I 

had a specific eye doctor that helped me with this. A few of the things that worked for 

me was a process called Prokera which you can ask your eye doctor about where they 
put a membrane on your eye with nutrients and vitamins and they keep it there for a 

couple of days and it really helps heal your eye. I use the Novatears. N-O-V-A-T-E-A-

R-S or Evotears. New medicine, you don't need a prescription. Actually, the only place 

you can get it in United States, that's very expensive. I get it cheaper from Australia 
and New Zealand. Another one that I take that like you can get right from a drugstore 

is Hylo-Forte. H-Y-L-O-F-O-R-T-E. My doctor put the plugs in my tear ducts, and I 

used the compresses, the warm dry compresses that you can find on the Internet, those 

masks that help me. So, I hope maybe some of those will help you.  

Jennifer Gillette:  Thank you for that, Kathleen. Also, I just…this is Jennifer from nbmtLINK. I just want 

to add that we have a chat group on CancerBuddy. CancerBuddy is an app you can 

download and be connected with other people going through a similar journey. We 
lead a chat group on there. Periodically, we'll have GvHD groups, but if you ever want 

to talk to a peer mentor for GvHD, we could set you up. In addition to that, like Dawn 

said, BMT Infonet and the Leukemia & Lymphoma Society. But one thing I was going 

to suggest to you too is if you're having a hard time finding a provider, maybe for even 
a second opinion with the eye issues, BMT Infonet has a provider directory on their 

website, and you can look up professionals that treat like GVHD and everything. So, 

second opinion sometimes can help too. But those are our ideas. So, do we have another 

caller, Dustin?  

Operator:  Yes, ma'am. Our next question comes from the line of Stephanie. The line is open.  

Stephanie:  Hello. First of all, thank you so much for sharing and giving me hope. I'm about a year 

and a few months post my transplant. So I have two questions. One, were you working 

when you were diagnosed? And if so, did you ever go back, and what that kind of 

looked like gradually getting back into the workforce? And then number two, did your 
GvHD come on gradually like years later or was it present pretty much right after the 

transplant? Thank you.  
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Kathleen Stewart:  Stephanie, I was working when I was diagnosed, and I took time off for all the 

treatments and for the transplant. I was actually diagnosed and ill before the Affordable 

Health Care Act. And so, I was going to be dropped from my insurance. So, I had to 
go back to work to get insurance, and it was very difficult. My employers helped me. 

Actually, for a while, they allowed me to work from home, which they didn't do back 

then much. Now it's much easier. And it was hard, the fatigue was very hard. I had 
helpful employers. And I did eventually go back to full-time work, and was able to use 

lunch times and take sick time, and other things for all my appointments. My GvHD 

started, I mean instantly, of course, I had the eye GvHD almost within the first few 

weeks, and the other symptoms developed up through about two years. Then I didn't 
have any new ones, I think, after that. And a few of them have dissipated and gone 

away, and some of them have stayed. I think for most people, a lot of them go away, 

but mine came on gradually during about a 2-3 year period after my transplants.  

Jennifer Gillette:  Do we have any other callers out there? Thank you, Kathleen.  

Operator:  Yes. Our next question comes from the line of Jennifer. The line is open.  

Jennifer:  Thank you. Thank you so much for holding this today, well I'd love to ask some 
questions. So, you know, of course, anyone on here that's has leukemia or diagnosis 

knows about isolation, right? And that you have to be on your own. So, I spent…I went 

through my initial diagnosis, my relapse, my transplant. And then just as I started my 

vaccinations that we all know take about two years, COVID happened. So, I spent in 
all about 5 or 6 years completely pretty much alone except for my husband and 

children. And what I struggle with now years, a few years afterward, is basically the 

out of sight, out of mind. I've reached out to many friends like, hey, you know, I can 
do things. I can go out. I want to do things I don't have to be alone anymore. I've tried 

for years, and I often get the,” yeah, yeah. I'll have to set something up, and I'm like, 

here's days and times. It's everyone's moved on. It's like out of sight, out of mind and 

that's really where I struggle. So, I don't know if anyone has any suggestions. I don't 

know how to rephrase things to people you know I've been direct.  

Dawn Speckhart:  You're not…Yes. I'm so sorry. Finish.  

Jennifer:   And then we all know, once you're older, it's kind of hard, you know. Again, I go to 

scrapbooking weekends, I go to the gym, I talk to people. I'm very outgoing but really 

trying to reconnect, it's hard.  

Dawn Speckhart:  This is Dawn. It sounds like, of course, you're doing all the right things that anybody 
would suggest. But I think what you're describing is accurate as we're just older, it's 

harder to find those groups because maybe when you're having children, the mothers 

become friends because their kids are the same age or you're at work and now work 

isn't always in person. And so, what you're doing is the same things that people would 
suggest. But I would talk…I would go to these support groups. I think there 

are…American Cancer Society has a great one that's like it's not called reentering life, 

but it's life after cancer and it talks about diet, it talks about friend making.  
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And there are groups for cancer survivors, just like even on Facebook. I believe there's 

groups for like people in their 40s and 50s who are single and who want to get together, 

just like you would join a bridge club or a book club. I think it is just harder these days 
to connect with people in real life the way things have become so virtual. But I would 

definitely try a support group. I think you would be amazed to see how many people 

feel the same way and are struggling the same way and also looking for 
companionship, things to people to do things with. But these groups really help, and in 

this case, I don't even know if it needs to be transplant specific as much as it is just 

people who have taken time out of their lives for cancer treatment and now trying to 

get back into real life.  

Jennifer:   I mean, even you know has done a book club with some of these friends, right? So, 
they see me. I do something with them, but then they continually just do things and 

together not with me. So, I guess I was just really seeing if anyone had any of fresh 

ideas of how to approach them or how to phrase things, I guess.  

Dawn Speckhart:  Again, yeah, I would try support groups because I think they're there for everything. 

Again, just even making social connections.  

Jennifer Gillette:  Kathleen, do you have any thoughts on it?  

Kathleen Stewart:  I’m sorry. Did you ask me?  

Jennifer Gillette:  Yes. I wanted to hear your thoughts too.  

Kathleen Stewart:  I do. I totally understand that feeling and I would just even…I hate that missus. I talked 
to Jennifer about this in the past. I would get so jealous of people that could do things 

and not have to worry about the isolation, or just for free to do things. I totally 

understand that, and I agree with what Dawn said about the support group. I had to find 
new things. I would still reach out to people, and I would say, “Hey, do you want to do 

this specific thing at this time?” You know, “Hey, do you want to go to this bazaar?” 

I'd have to say, “Hey, I'm going to this outdoor garden thing. Do you want to go with 

me on Saturday?” And some people responded. Some people didn't. But I kind of had 
to find new things and things that I could be at, but still I kind of have to isolate. I also 

had to remind people, I think these people were my relatives especially were cautious 

because they knew I had to isolate. I still do. So, they kind of didn't invite me to 
anything. And I get that. I had to tell myself, no, I can do this. I don't have to isolate as 

much now if there was a time period, or I can do this because this is outdoors. But I 

just kind of had to find new things, but I totally understand what you're saying. Trust.  

Jennifer Gillette:  Thank you so much, ladies, for your feedback on that. And we're so sorry. We know 
that that's a common thing that we hear from a lot of people, but it's really hurtful, and 

sometimes too, people have gotten used to things and if you're trying to set dates, if 

you're trying to do all those things, and it's not working, I agree with everything the 

lady said that it might be time for new things and maybe some new faces. But I’m so 

sorry, you're experiencing that. Dustin, is there anyone else on the call?  
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Operator:  Yes, Ms. Gillette, we still have three people. And our next question comes from the 

line of Steve, and the line is open.  

Steve:  Hi. Thank you. First of all, for I think it was Jennifer with five or six years. It puts my 

two years to shame. I do have a thought for you, and this comes from long ago for most 
of us. It sounds to me that you're self-advocating, you know some great ideas there, the 

groups and so forth. But you need a wingman. A good friend who is going to run around 

intentionally introducing you to places and people might not be a bad idea. That's my 
thought there. The other thing I wanted to say is I think I've done a pretty good job 

with engaging with lots of outside things, but I never came across the museum Zoom 

idea until today, it's just a wonderful, wonderful concept. And I want to thank both of 

our presenters for an excellent outline and the capabilities as a health system and how 
it expands and contracts and adjusts to people with GvHD as well as Kathleen, like 

your ideas which are just fabulous. I just wanted to express my appreciation. Thanks. 

Kathleen Stewart:  Thank you.  

Operator:  And our next question comes from the line of Susan. The line is open.  

Susan:  Hi. I had acute myeloid leukemia, and I am 21 months post-transplant. I'm on Jakafi 

so my immune system its I'm still very immunosuppressed. My oncologist said I'm at 

a higher risk for catching something by just walking by someone, but he won't say 
exactly don't do this or don't do that. My oncology nurse practitioner said she wants to 

see me have more of a balance between living and isolating. But she also said that the 

fact I just had my immunoglobulins tested and they were very low. And she said the 
fact that I don't have recurring infections, which is a wonderful thing, of course, means 

that she's just going to watch it and not do any further testing right now, which is also 

good. But I attribute the reason that I haven't had recurring infections to be due to my 
isolating, and I’m just confused about how to live my life in regard to those things. 

And I know the speaker referred to short-term isolation. I know that's all relative, but 

I’m just wondering what that means for someone like me, I also haven't had my 

vaccinations, and I can't yet. 

Dawn Speckhart:  Yeah. This is Dawn. I just want to say, I would listen to your transplant physician on 
the guidance they're giving you on what isolation is necessary at this time, which of 

course, changes as dosages change and you come off meds. But if they're saying no 

indoor public places, I would listen to them. I think what the nurse practitioner is saying 
in relationships to what I'm saying is that you do still need to find some sort of balance. 

And I think there is a difference between Prograf and two months after and Jakovi a 

year and a half later in that you can go to a friend's house as long as they're well and 

have lunch with them. You can have family over as long as they're well. Just don't go 
out to dinner, you know, avoid public places. And sometimes we struggle to 

find…because it's not really a balance, so that's the wrong word, but a window to step 

through. And kind of like in COVID where we were creative, and we came up with 
outdoor ways to gather. I think that's there's at some point where you have to give 

yourself maybe a window. So not my real balance of emotional versus visible but a 
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window to re-socializing. And again, like I think that there's other things to do like not 

just isolating maybe but going to places where it's empty. But walking to a park you 

can walk around a park, just not go on the swings where the kids are. Don't hug every 
stranger as you're walking around the block in your neighborhood. So, those are the 

things that I would say, but I definitely feel for you is that you're right. Some people's 

isolation lasts much longer than the 6 to 12 months that we originally think it will be, 
and you have got to be careful. So, whatever the guidance for isolation is from your 

transplant physician is number one what I would do, and I would say that when nurse 

practitioners and myself talk about a balance, it's not really a balance, but we really 

want you to kind of be creative with all of these ideas that we mentioned today to get 

some sense of normalcy back as unnormal as it might be so.  

Jennifer Gillette:  Thank you, Dawn. And also, just so everyone knows there will be a transcript as well 

as the recording on the website within a couple of days and so you can remind yourself 

of all the great tips that we're given here today. But Dustin, I'd like to squeeze in that 

last caller if I could. Can you open their line, please?  

Operator:  Understood. That question comes back from the line of Agnes. The line is open.  

Agnes:  Thank you very much. This goes to Dawn again. Just to let you know, I'm also a 

medical doctor, but I had my practice in Uganda, and over here I've been in the public 

health arena. Just over here. I just had this question. Somebody talked about Jakafi, I 

have not taken Jakafi, but the nurse practitioner last time mentioned it. Right now, I’m 
on Sirolimus and every time my GvHD flares, which is often, they put me on steroids. 

So now I have been on steroids for the last…I was coming to a year now and I'm 

wondering if that's a good thing. I don't think it's a good thing. And they're talking 
about putting me on Jakafi. I don't know how Jakafi works, but I am worried about if 

somebody just spoke to just mentioned that it's, you know, that their immune system 

really got depressed on Jakafi. Now I'm worried about going on Jakafi. What do you 
think would be a better thing to do to just balance out the steroids or to go on Jakafi? 

That's just one question. And then the other thing I had wanted to ask about was… 

Another question is gone because I've been listening to a lot of things. Okay, just 

answer that one for now.  

Jennifer Gillette:  Dawn, I believe she was aiming it toward those…  

Dawn Speckhart:  I mean, I think the real thing again, I can only say it again, you need to talk to your 
transplant physician. That to me, they can tell you the risks and the benefits of 

everything. And ultimately, you'll have to decide. But there are risks to just being on 

steroids. So, right, I don't think anyone here has the answer, but I certainly, I think as 
you said, you have to sometimes be the advocate for yourself and get in there. You call 

and you get an appointment and say, I know it's not easy to get in with your transplant 

physicians, but you call and you make that appointment and meet with them. And tell 

your nurse practitioner that you really need to hear all about the pros and the cons and 
whatever from the physician so that you can make a good decision. So, that again, I 

don't think anyone here has the answer, but I would advocate for yourself and get back 

in there with your physician. Your transplant physician specifically.  
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Jennifer Gillette:  And I echo that as well. I'm echoing what Dawn is saying that having a good 

conversation with your doctor about the pluses and minuses of any treatment decision 

as well as remember, you can always get a second opinion if you're really concerned 
about something. And you could also look at the NCCN guidelines given and GvHD 

has guidelines just like every other treatment for cancer. And you can certainly look at 

those and look at some of the other options and how they treat based on steps. But 
anyway, I know we need to end today. We're a little over as it is, but I just want to 

thank our speakers. What an amazing presentation. And I feel like you both gave so 

many great ideas and tips to help people. We know isolation is difficult and 

survivorship. There's a lot of things that people have to deal with moving forward, and 
we just really hope that you got another tool for your toolbox today. But thank you for 

joining us. If you need any extra support, please reach out and we will be sending the 

survey. If there's any ideas for future programming or things we can do to try to make 
these programs better for you, we're certainly open to hearing suggestions and we just 

wish everyone a great day.  

Dawn Speckhart:  Thank you.  

Jennifer Gillette:  Thank you.  

Operator:  Ladies and gentlemen, that concludes today's meeting. Thank you all for joining. Have 

a pleasant day.  

  

  

  

  

  


